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Patients and the Public as Partners

“No one has greater interest in an effective health
service than patients and the public. Use us as
partners, trust our expertise and interest and let
us work with you to transform healthcare”.

Harry Cayton, National Director for Patients and the Public (2002)
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Patients and the Public as Partners
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‘If you want to build a ship, do not gather men
together and assign tasks. Instead teach them

the longing for the wide endless sea.’

Antoine de St Exupery
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‘In the case of nutrition and health, just as in the
case of education, the Gentlemen of Whitehall
really do know better what is good for the people
than the people know themselves.’

Jay, D. (1937) The Socialist Case
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‘Throughout this review | have heard clearly
and consistently that people want a greater
degree of control and influence over their
health and healthcare.’

Darzi (2008) High quality care for all
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‘...for storytelling is the mode of description
best suited to transformation in new
situations of action.’

Schén (1988)
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‘Statish's tel/ us the systém 'S experiénce of thé
individual, whereas stories tell us the individual’s
experience of the system...

...the ability to tell, hear and share stories of experience
and aspiration is a prerequisite for the development of a
learning organisation of reflective individuals.’

Sumner (2009)
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‘A part of the team’

www.patientvoices.org.uk/mclarke.htm
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patience, noun. calm endurance of pain or
any provocation; perseverance

patient, adj. having or showing patience
voice, verb. give utterance to, express

Concise Oxford Dictionary (1964)
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‘One of the hardest things in
life is having words in your
heart that you can't utter.’
James Earl Jones
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o Why tell stories?,

N

‘We tell stories to

entertain...
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‘We tell stories to
entertain...
...and to teach.’
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What are digital stories?

Digital stories are short videos consisting of still images,
voice-over, music (usually) and video (sometimes); the
stories are told by real people about real experiences.

Digital stories are a distillation — they move us from the
narrative to the essential story.
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Patient Voices digital stories are not:
reports

presentations

interviews

talking head videos

edited recordings

mechanistic or formulaic

created in isolation.
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g
Patient Voices digital stories are:
carefully crafted (by the storyteller)
creative
personal
authentic
reflective
created in a facilitative group process
stories!
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Typically, Patient Voices
digital stories are produced
in small, intensive
workshops.
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= Carefully developed methodology

» Facilitates telling and sharing of stories of all stakeholders
= Empowers patients/service users

» Free distribution of stories

= Ensures that stories are heard

= Builds social capital

_ = Robust consent and release process
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Why are the Patient Voices stories so
popular, and so powerful?

Effective

Affective

Reflective

Sumner (2008)
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2003 Patient Voices founded by Pip Hardy and Tony Sumner
2004 Dartmouth Clinical Microsystems award

2006 First use by National Audit Office VFM team

2007 CIPW award

2009 Over 200 stories on website, 500,000 hits per year

=)
N\

( / Innovation

| ,Ezpo§ h!Z:Ea
£ 7 —o -
™\ PILGRIM PROJECTS ~ ©2009 Pigrim Projects Ld ~—— Yorkshire and the Humber

2006 NEYNL.: stories of quality improvement
2007 HCR: carers’ stories

2008 SHU: Healing Journeys:

2008 Arthur and Co.: stories of living with Arthritis
2009 Leeds PCT: stories of PPI (in progress)
2009 Sheffield Council (in progress)
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A
How can we use digital stories
— and digital storytelling —
to bring about improvements in the
quality and safety of healthcare?
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A series of Patient Voices digital stories about
living with Arthritis, created in 2008
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The aims of the project were to:

find out whether digital storytelling could
illuminate the experiences of people with
arthritis

inform more thoughtful and compassionate
design of products and services for people
. living with arthritis.
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Careful attention was paid to:
working with people in a nourishing way
pacing
working within people’s energy levels
informed involvement
ethical, two-stage informed consent and approval
process.
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‘Magic Light Switches’
From ‘Arthur and Co.” a Patient Voices workshop facilitated
for Leeds University

www.patientvoices.org.uk/wr.htm
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Insight into living with a LTC — impact on people’s lives

Journeys and transitions, acceptance, redemption, etc

Being believed by health professionals

Creativity, resourcefulness and getting involved

Healing — people found their own ways of healing

Growing, revealing a strong sense of self

The importance of family

Assimilation of uncomfortable part of arthritis, being who you want to be

=5 Giving something back - sharing stories to help others
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Participants’ learning: ‘I feel like | can talk to anyone!’

For us and others who listen to the stories, learning about the nature of
the condition and the constraints of that

Breadth of experiences and stories from a group who had a ‘narrow’
focus i.e. R.A.

Determination and commitment of storytellers even when in pain
Need for careful pacing with nourishment and caring
Developmental nature of the process

The group shared greater understanding of one another’s condition
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Honesty and openness (authenticity) — even by Yorkshiremen!

Initial purpose subsumed by the importance of the stories — stories can
fulfil the purpose if allowed to go their own way.

Great model of collaboration between University, voluntary sector and
social enterprise

Model of co-creation — shift of power to the learner/storyteller
Opportunity for storytellers, friends and relatives to reflect

Instructive and informative for others

The stories provide viewers with the opportunity of ‘walking in another

- person’s shoes’
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‘Digital storytelling is a kind of alchemy, transforming the raw
experiences of ordinary people into something special.’

oy
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‘Professionals need their clients
as much as clients need their
professionals.’

New Economic Foundation (2008)
Co-production: a manifesto for

growing the core economy
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‘I'm back!’
From ‘Arthur and Co.” a Patient Voices workshop
facilitated for Leeds University

www.patientvoices.org.uk/wr.htm
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‘Every light was a story and
the flashes themselves were
the stories going out over the
waves, as markers and
guides, comfort and warning.’

Jeanette Winterson (2005)

f)
N\ / | .
. nnovation -
7 P INHS |

/ K Z
™ \/ PILGRIM PROJECTS ©2009 Pilgrim Projects Ltd “ Yorkshire and the Humber




x__,‘
Markers Guides
Comfort ertosoa Warning
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Improved safety
Improved effectiveness
Improved patient experience
Improved productivity
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Laura Hibbs Tony Sumner

Innovation and improvement lead, Director, Pilgrim Projects Limited,
NHS Yorkshire and the Humber co-founder, Patient Voices programme
laura.hibbs@yorksandhumber.nhs.uk tony@pilgrimprojects.co.uk

All the stories (and more) can be seen at: www.patientvoices.org.uk
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